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Summit Overview

* First National Research Summit on Care, Services and Supports for
Individuals Living with Dementia and their Caregivers

* Whereas previous Summits were overseen by NIH, this Summit
was sponsored by the Advisory Council:
* Participation of a Steering Committee with representatives from various

federal agencies, member of the Advisory Council and others including
persons with dementia

e Participation of 6 stakeholder groups

* Research recommendations generated that are relevant to NIH as well as
other federal agencies, foundations and industry
* As research on care, services and supports is complex, and multi-faceted
* Multiple agencies must be involved
e Advisory Council will need to have a key role in disseminating
recommendations, and monitoring and coordinating efforts to move them
forward
* Whereas other National Summits occur every two to three years,
frequency and support for this Summit needs to be determined




Summits and the Work of the National Plan
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Summit Highlights

* 500 participants registered for in-person
attendance

e 787 participants on webcast Day 1; 591 on
Day 2
* 132+ have watched the posted video of Day 1
* 42+ have watched the posted video of Day 2

77 Speakers

Summit Highlights

* Plenary Topics included:
e Demographic profiles, diversity, and implications for care and services
* Interdependence of biomedical and care and services research
* Nomenclature — words matter

e Session Topics included :

Session 1 Research on Care Needs and Supportive Approaches for Persons
with Dementia

Session 2 Research on Supportive Approaches for Family and Other
Caregivers

Session 3 Involving Persons with Dementia and Caregiversas Members of
the Research Team

Session 4 Involving Persons with Dementia as Study Participants

Session 5 Research on Models of Care for Persons Living with Dementia and
Their Families across the Disease Trajectory

Session 6 Thinking Outside the Box




Sources of Research Recommendations

Recommendations submitted before Summit
Pre-summit conferences/activities
Stakeholder groups
[RTI research briefs identify research limitations]

Recommendations generated during Summit
Plenary Summit Speakers
Session chairs/speakers/panelists (up to top 10)
Cross-cutting Chairs

Audience in-person and on-line submission (up to 8
pm Tuesday 17t)

Process of Organizing Research

Recommendations
All research recommendations (approximately 464)
reviewed independently by 3 coders (Katie, Laura, Rohini)
to derive higher order categories:

Through meetings, we obtained agreement for a draft of
a core set of categories (“big buckets”)

Independent review conducted of all recommendations
and their placement into categories using raw statements

This yielded agreement concerning:
* 11 “Big Buckets” or categories of research recommendations
* Identification of considerations/principles for doing research
differently
* Topics for “post-summit” work
* Additional comments (policy)




Other Considerations

e Buckets rather than final research

recommendations for reporting at this stage
* There is significant overlap in recommendations
* We do not want to miss any nuances

* We need to include many sources of research
recommendations

» Research recommendations will be relevant to
various funders (NIH, private foundations,
industry), how they are framed will be
important to enable appropriate dissemination

* Buckets/categories not in any particular
order/priority

Major Categories/Buckets and Exemplars

*Research Recommendations on Research Methodology
* Determine strategies for recruiting diverse populations in studies

* Encourage development and application of innovative and rigorous
methods in study design, measurement, data collection, and
analysis.

* Subcategory = Measurement development:

* Develop new measures and measurement approaches in a wide
range of areas including stigma, lived experience, adaptive
mechanisms, resilience, caregiver and patient satisfaction, person-
centered outcomes (including those of care providers)

* Develop methods to improve the validity of self-report measures
e Subcategory = Involve people with dementia and care
partners as members of the research team and as study

participants

» Develop methodologies/best practices for engaging persons living
with dementia and their care partners in research

* Develop informed consent procedures and study methods to
involve people living with dementia across disease trajectory




<*Research recommendations on heterogeneity:

* Conduct epidemiologic research on the wide array of
characteristics of persons with dementia and their caregivers
that affect their needs for care, services and supports,
including disease stages and etiologies

* Conduct longitudinal cohort studies to increase
understanding about the relationship between diversity and

disparities that affect persons with dementia and their
caregivers.

**Research recommendations on the lived experience
and psychosocial processes of persons living with
dementia

* Conduct research on the lived experience of dementia and
desired outcomes of care across disease stages and etiologies

* Conduct research on persons living alone with dementia and
implications for safety, autonomy, and access to care, services
and supports

* Develop and evaluate ways to support and maintain cognitive
and functional abilities and reduce behavioral and
psychological symptoms in persons with dementia, by disease
stage




